Abstract Purpose We conducted a qualitative study to explore breast cancer survivors' perceptions and attitudes about their current healthcare utilization, screening, and information needs. Methods We completed eight focus groups of breast cancer survivors. We included women, adult survivors, with an initial diagnosis of breast cancer in the year 2000, treated, and without a recurrence as per medical record. To analyze transcripts, we used grounded theory methods, wherein unexpected themes and direct answers emerged from consensus between co-coders. Results Focus groups included 33 participants, the majority of whom were white (84.8%), college-educated (66.7%), and covered by private medical insurance (75.7%) or Medicare (27.3%). Participants' perceptions and attitudes about care were framed in terms of personal experiences (including facing barriers to screening, feeling in limbo in the healthcare system, having problems with communication with and between physicians, confusion about symptoms, and using selfprescribe remedies), personal attitudes (including strong opinions about what survivorship means, concerns about recurrence, and changes in self-perception and agency), and social influences (including modeling others' behaviors, changes in social life, and listening to family). Conclusion Survivorship attitudes, recurrence fears, memories, and self-perceptions were influential personal factors in addition to self-efficacy. Solutions such as providing a cancer treatment summary might resolve many of the problems by consolidating and making readily available the numerous medical history and recommendations that survivors accrue over time, switching from provider to provider. Clinicians must also implement communication changes in their interactions with patients to enhance positive attitudes and behaviors, and leverage social influences.
Introduction
The National Cancer Institute estimates that there are currently 10.5 million cancer survivors in the US [1] . One model conceptualizes survivorship across a three-staged spectrum [1] -an acute phase from diagnosis through treatment induction, an extended phase from remission to treatment completion, and a permanent phase with diminishing likelihood of recurrences, but lingering social, economic, emotional, and late physical.
Few studies have assessed transition and quality of care in survivors. While evidence is inconclusive whether survivors receive sufficient primary care, it does suggest that screenings are managed well [2, 3] . Breast cancer survivors received more preventive services than control groups [4] . There is little information about breast cancer survivors' perceptions of transition of care and healthcare needs as they progress toward survivorship, but the few available studies show that their attitudes may play an important role in their well-being. Fear of recurrence can lead survivors to improve health behaviors that they feel can help prevent recurrence and are protective toward cancer [5] . Quality of life can be negatively impacted by survivors' negative beliefs about symptom management and by perceived negativity from their healthcare providers [8] . Intrusive, negative thoughts can lead to stressrelated problems including emotional distress and physical functioning [9, 10] . Finally, satisfaction with healthcare is associated with survivors' psychological well-being and trust in their community's generosity and goodness [6, 7] .
Our qualitative study is among the few that solicit participants' own opinions and attitudes about their current healthcare utilization, screening, and information needs. We anticipated that asking survivors themselves to qualitatively share their needs about survivorship care would reveal areas for quality improvement unexplored by prior studies.
Methods
We identified potential participants from the Tumor Registry at the University of Texas MD Anderson Cancer Center, a comprehensive electronic database of all patients seen at this institution. We included adult survivors with an initial diagnosis of breast cancer in the year 2000, treated and without a recurrence as per medical record. We excluded participants who were geographically inaccessible (i.e., greater than 1 h travel time to our institution). We also required that participants speak English and have the cognitive ability to complete an initial screening interview, wherein we asked date of birth and other basic questions to gauge mental capacity. Patients were interviewed in 2008, so, on average, they had been survivors for 8 years.
Patients identified as eligible were mailed a solicitation letter asking them to participate in a focus group. The letter also included a self-addressed, stamped "do not contact" card that participants could send in the event that they wanted to refuse participation. All participants who did not send back the rejection card were called to invite them to participate and screen for eligibility. Participants were compensated for their time ($30) and parking costs. They were also provided lunch during the focus groups. The study was approved by the Institutional Review Board at the University of Texas MD Anderson Cancer Center.
We conducted eight 2 h focus groups, with an average of five (range 2-10) participants each, an optimal size and number to ensure an intimate, trusting environment for participants' disclosures and still retain significance, variety, and applicability of overall ideas generated [11, 12] .
Data collection
Trained moderators hosted all focus groups. No moderator had direct patient care responsibilities for any participants or had met participants before. Moderators used a script of questions organized into seven original themes-general health, lifestyle, late effects of cancer therapy, current healthcare utilization patterns, perceived healthcare needs, current health screening practices and prevention behaviors, and perceived information needs. The scope of this article focuses primarily on three original themes: current healthcare utilization, perceived healthcare needs, and current health screening practices. Table 1 lists the questions each of the three entailed.
We audio-recorded and transcribed each focus group. Assistant moderators took notes that were used for checking the accuracy of transcriptions.
Data analysis
We used grounded theory methods to analyze focus group transcripts [13, 14] . Grounded theory involves coding quotations for emerging themes and building consensus as to the importance and relationships between themes, with the following three stages: (1) an open coding stage, wherein two investigators coded each transcript independently then met to compare codes and resolve discrepancies through discussion; (2) an axial coding stage, wherein we streamlined our coding schema by conjoining similar codes, eliminating duplicate codes, and categorizing codes in major themes; and (3) a selective coding state, wherein we discussed the relationships between major themes and the framework interconnecting and explaining them. In addition to recording direct answers to the questions in our moderator script, we also categorized the new and unexpected themes that emerged.
Transcripts were imported into NVivo©, a software which was used to record our consensus themes, tally code frequencies, and run queries on code relationships. To ensure our data reached theoretical saturation, we used a constant comparison method, wherein we tested and applied our axial coding categories on subsequent transcripts [13, 14] . No new themes emerged by the end of our analysis. The transcripts were independently reviewed and coded by two team members, who met to discuss the interviews and the coding structure. Agreement was reached and saturation confirmed by consensus. Often, co-coders agreed that one reference (i.e., quotation in the transcript) reflected several emerging themes. Moreover, individuals often offered more than one answer on a topic. Therefore, the total number of references does not equal the total number of codes.
Results
Focus groups included 33 breast cancer survivors gathered from 284 patients to whom we sent solicitation letters. Patient characteristics are shown in Table 2 . The majority of participants were non-Hispanic (n=32, 97.0%) and white (n=28, 84.8%). Most were college educated (n = 22, 66.7%) and either employed full-time (n=11, 33.3%) or retired (n = 13, 39.4%). Most were covered by private medical insurance (n=25, 75.7%) or Medicare (n=9, 27.3%). Most were married (n=21, 63.3%).
Emerging themes
We coded emerging themes or answers related to participants' healthcare needs that our original questions did not specifically anticipate or solicit. Table 3 shows these emerging themes both (1) when they were volunteered in response to a direct question and (2) when they were volunteered elsewhere in the transcript. Three overarching categories of themes were paramount-survivors' personal experiences, attitudes, and their social realms of influence. Overall, survivors face unique experiences and barriers, given their added comorbidities, medications, adverse events, and fragmented provision of care by multiple practitioners of various specialties. 
Personal experiences
Survivors were frustrated in their personal experiences by what they perceived were barriers to care and felt unsure about screening, interactions with physicians, symptoms, and use of remedies.
Facing barriers to screening and listing screening types
In addition to sharing how often they participated in screenings, participants listed the types of screenings that they undergo, most of which included mammograms, bone density scans, pelvic exams and PAP smears, and colonos- Logistic problems were also a concern including inconvenience making appointments and delays in receiving test results.
Feeling in limbo in the healthcare system
Survivors felt that they had no providers within the healthcare system exclusively devoted to their unique needs. They preferred seeing oncologists, but felt guilty because, in their opinion, patients with active cancer needed oncologists for matters more pressing than theirs. Survivors sought to have their healthcare needs met by assorted medical professionals including primary care physicians and gynecologists to pharmacists and nurse practitioners. However, these providers were often reluctant to provide advice or treat them, referring them back to cancer specialists.
"The other thing that is hard too is primary care... [Healthcare providers] usually don't want to deal with you anymore and if it is any little old thing they say you need to go to your oncologist."
Survivors feared that having to repetitively transfer medical records and explain their medical history to various care providers degraded the quality of their care.
"I think some things may be slipping through the cracks"
Communicating with providers
Survivors' attitudes about their healthcare providers played an important part in their needs assessment. They often expressed their trust in providers' directives on exercise, medication, screening, and referrals to other physicians. However, they also shared many concerns. They complained about communication problems, lack of attention, and lingering questions left unaddressed.
" [W] hen I was going to my gynecologist, it was just difficult to relay what information they actually wanted or if that was something that we needed to look into more."
Other complaints included lack of coordination between providers regarding patient records and treatment history (e.g., attempts to draw blood from the arm with lymphedema), perceived insensitivity about patients' feelings and opinions regarding treatment, billing department errors, and frequency of visits with mid-level providers rather than physicians. Participants recommended provider education initiatives for primary care and family physicians.
"Either there has to be a gigantic education process of general practitioners in the market place about how to work with cancer patients or … look down the survivorship path and how to deal with [it] ."
Other participants offered praise for providers who were sensitive to survivorship needs and efficient about caring for their multiple, complex health concerns.
"I am very fortunate that I am here. These doctors speak to one another and take care of the whole person not just this little piece."
Determining whether current health problems are cancer-related
Often, preexisting conditions and other confounders caused confusion about attribution of symptoms, making it difficult for survivors to tell if cancer and its treatment, or other issues (i.e., comorbidity or aging), caused their discomfort and health problems. Given their variety of preexisting conditions, survivors were often reluctant to attribute the cause of many of their current health concerns to cancer and its treatment.
Using nonprescribed remedies
Many survivors reported using nonprescribed remedies as an alternative to going to the doctor and using medicine as a means of prevention and health promotion. Most reported using over-the-counter medicines for pain; physical therapy, massage and exercise for fatigue and pain, and homeopathic medicines and supplements for overall health. "I am looking for things to get my body back to as natural as possible…I am taking all of these supplements…I feel good about taking them."
Survivors also discussed an additional layer of side effects and adverse effects that they endured from over-the-counter medications or complimentary remedies used to "cure" cancer or treat long-term effects from therapy.
Personal attitudes
Participants revealed several overarching perspectives and outlooks that influenced their perceptions about their care needs. Survivors also expressed various views about life after cancer including deterministic attitudes, wanting to embrace life to the fullest and evaluating life events in terms of still being alive. For example, a deterministic attitude influenced how one survivor prioritized prevention.
Perception of survivorship
"As far as prevention goes,…I will do what they tell me to do, but what is going to happen to me is going to happen to me and nobody on earth is going to prevent that."
In contrast, another survivor described how survivorship infused her life with more value.
"I definitely started putting family first...I could be totally missing something if I just didn't live in the moment."
Recurrence concerns
Participants viewed many standard aspects of care through the lens of fear of recurrence, with heightened tension about follow-up calls from physicians, time waiting for test results, and their responses to physicians' questions during office visits.
"They send you a letter in the mail, and they thought they found something and I wasn't leaving until they decided to repeat this test. You know you can never be that busy... if they think they have found something repeat it. Or work them in, I mean I would have stayed here all day. I didn't want to have to wait...Just to relieve my mind." "Truly, I don't think about [recurrence] until about 2 weeks before my annual checkup and I start tightening up and my blood pressure goes through the roof and I can't get myself down until after the appointment."
They also described how they cared for themselves now.
"So I guess from you know, knowing cancer prevention, it just for general health, I am a lot more positive and a lot more careful and do a lot more than I have ever done before."
Retrospective self-perception
Participants phrased answers by comparing their current health condition to their lives before and during cancer treatment. Although our questions asked participants to describe their current status, participants often shared anecdotes about their own past problems and experiences in order to explain their current healthcare preferences and behaviors. One participant explained how her past diagnosis excuses her from having to perform self-exams.
"[I perform self-exams] infrequently. My lump was not found through exam. Mine was found through mammogram. Mine was on the back wall so I would not have felt it or anything like that."
Self-agency
Asking survivors questions about their current healthcare utilization and practices also inspired them to share the degree to which they have control-or lack of control-in healthcare decisions and directives. Survivors' experiences with cancer, treatment, and late effects inspired them to take a more proactive role during medical appointments. Survivors asserted their will in adhering to exercise regimens.
"I had lots of problems when I had lymph nodes removed. Just stretching it out and exercising it… it's a huge [help] . Keep pushing yourself you know to walk that walk...You need to do go that extra step until you loosen up and then do it consistently to keep it stretched." They also asserted their treatment preference by using alternative medicine.
"I stick to the natural path...with herbs or whatever because I don't take any medication."
Social influences
Several emerging codes illustrated how friends, family, coworkers, and others in the survivor's social milieu shape how survivors handle their healthcare.
Modeling behaviors of others
Often, others' healthcare decisions influenced survivors' own approaches to care. "You hear people say drink green tea; it is so good for you…I am just not one to say, 'Oh I have to have a cup of green tea every morning or something.'"
Weighing the effects on family
Participants expressed the importance of screening and healthcare in terms of its importance to other family members.
"I do my mammograms faithfully you know, and I remind my daughter to do hers, so I really don't worry about it." "I am very diligent about having my mammograms done but also I always have in the back of my mind is that I always worry about my daughter. I always want to make sure that she does them and I am on here constantly like have you done your mammogram and being careful and so that's my main concern."
Weighing the social effects of care
Social circles of influence inspired survivors' healthcare diligence. Family and friends helped survivors to adjust their schedules, diets, and other health habits for the better.
"My husband is a great chauffeur. Keeping my level of stress low has been very, very important."
Spouses and significant others also helped survivors in assessing their health.
"I was quite surprised when I found something. In fact, I had my daughter feel it and I said do you feel something there? And I had my husband feel it and I said do you feel something there?" Late effects hindered social activity. Decreases in energy and sex drive-and the tension it triggered between spouses and significant others-topped survivors' list of late effects that must be addressed.
"[I experience] the lack of even wanting even the desire to have sex...Because I am single, it's a big issue.
[M]en take that as a response that I don't even like them."
Discussion
We conducted a qualitative study to evaluate the perceptions and needs with respect to healthcare of female survivors of breast cancer. While many surveys have examined quality of life issues in long-term cancer survivors, few have focused on their specific healthcare needs. Furthermore, while traditional surveys can document attitudes toward predetermined issues, qualitative studies as this one provide a rich, in-depth evaluation of participants' experiences, with emerging themes that can more fully describe individual experiences and perceptions.
Survivors' experiences accessing healthcare are fraught with difficulties finding a provider who can both address their particular needs and coordinate their care. Attitudes about survivorship, in general, fears of cancer recurrence, past experiences, self-perception, agency, and spirituality and faith, all influence survivors' expectations and perceptions about healthcare. Friends, family, and other survivors often motivate them. Overall, several factors complicate healthcare above and beyond problems related to coordination. While flaws in medical record accessibility and inconveniences of juggling multiple medical appointments with assorted providers clearly pose a challenge, other and nonsystemic problems also affect their quality of care. Providers and survivors have dissenting attitudes about their appropriate place in the healthcare delivery system. Distinctions are blurred between late effects of cancer and cancer therapy, and preexisting conditions. Fear of recurrence is a pervasive worry, even 8 years after cancer was initially diagnosed.
Three overarching themes emerged during the focus groups. These themes are related in a way that parallels Bandura's social cognitive theory. Social cognitive theory pinpoints three, interdependent, mutually influencial factors integral in developing, sustaining, and intervening upon behavioral patterns-behavior, personal factors, and environmental factors [15] . Several prior studies have used social cognitive theory to suggest means by which to increase patient confidence in self-management of disease and self-efficacy [16] [17] [18] [19] [20] [21] . In terms of the current study, Bandura's concept of behavior resembles our personal experiences category, wherein participants volunteered stories about their healthcare actions, habits, practices, and history. Bandura's concept of personal factors maps closely onto our personal attitudes category, wherein participants shared their own beliefs, values, and feelings. Finally, Bandura's concept of environment is similar to our social influences category, which includes stories of how friends, family, and others in survivors' lives impact their experience and behaviors. Our findings demonstrate another useful application of the theory, namely, for understanding the complex dynamics of patient-centered care, wherein providers must be sensitive to social, behavioral, and environmental factors in order to deliver respectful, responsive healthcare.
Other studies confirm the importance of themes that emerged in our findings, including memories of cancer diagnosis, recurrence fears, and prevention concerns [22, 23] . Survivors manage feelings of uncertainty and recurrence by participating in active surveillance and information gathering [24, 25] . Our study demonstrates that other survivorship stories also influence patients' level of certainty about their condition.
Our study underscores the importance of physician type and communication. Survivors trust primary care physicians more for general care than knowledge about cancer follow-up and symptom treatment [26] . Moreover, they are sensitive about how providers communicate with them and prefer being treated within an overall management team [24] . Distrust in knowledge of primary care providers, feelings of guilt relying on cancer specialists, and difficulties integrating multiple sites of care might impede survivors' satisfaction with care. We also confirm prior findings on survivors' concerns about primary care providers' ability to provide care for cancer-related issues and difficulty communicating with cancer specialists [27] . Improved patient-provider communication, in turn, helps address thoughts of recurrence [28] .
Our study is limited insofar as it is qualitative and is therefore not generalizable. It cannot map the causality linking reciprocally-related codes. Our sample was very homogeneous, and we did not organize focus groups by participant demographics. Therefore, we cannot discuss differences in attitudes between various ethnicities, socioeconomic groups, or age groups. Additional studies should examine whether heterogeneous focus group design yields consistent results.
Significance This is one of few studies to focus on survivors' opinions of the quality of their healthcare, a qualitative study that provides a rich, in-depth evaluation of participants' experiences, with emerging themes that can more fully describe individual experiences and perceptions. It provides healthcare professionals with first-hand information from patients with which to broaden and improve patient-provider communication and enhance healthcare delivery in the transition to survivorship care.
Previous studies have recommended providing comprehensive information and support to survivors, offering regular follow-up visits to improve provider-patient relationships, and giving survivors more choice in healthcare decisions [3, 30, 31] . Our findings suggest that a multifactorial, holistic approach to healthcare would achieve better results than merely an administrative one. Solutions, such as providing cancer treatment summaries to all practitioners involved in the care of breast cancer survivors, would help resolve many problems broached in our study by consolidating and making readily available the numerous medical issues and recommendations that survivors accrue over time, switching from provider to provider [29] . While administrative solutions can eliminate steps needed to get care, clinicians must also implement communication changes in their interactions with patients to enhance positive attitudes and leverage social influences.
